based care has led to informal carers becoming the linchpin of the community care programs. [4] [5] [6] [7] Informal carers are usually family members who provide unpaid care and support to individuals who have a disability or frailty. For many of these carers, formal support services, such as respite, are central to maintaining high quality care at home. Respite services offer family members regular breaks from caring. Many organisations and individuals provide these services either in the home or elsewhere for a few hours, a day, or longer. Services may be partly or fully subsidised by the government while others are set at the market price. 8 In Australia a relatively large proportion of primary carers do not use respite services. 9 This may reflect the highly individualised and sporadic needs of this group that often require flexibility in the management of care. This study examines the use of respite services among carers of individuals aged 15 years and over with either profound or severe disabilities residing at home. Analysis is based on data collected from the Survey of Disability, Ageing and Carers (SDAC). 10 This study evaluates the statistical significance of socioeconomic variables on the likelihood of using respite services. Factors analysed include family composition, care and recipient characteristics and environmental factors. Further analysis identifies the types of support most desired by a primary carer. Understanding the factors that influence the use of respite services will assist policy makers in implementing effective and efficient community care programs that meet the needs of an aging population.
A substantial amount of literature has been generated on the influences of informal care. The consensus among researchers is that the characteristics of carers and their recipients predict informal care. [11] [12] [13] The amount of assistance required that allows an individual to reside at home is also determined by the severity of the disability, [13] [14] [15] [16] [17] the perception of unmet needs and opportunity costs. 18 Several qualitative studies examined respite usage among Australians. Factors influencing the non-utilisation of respite care services among older carers of Sydney residents with a mental illness included the carer's lack of understanding of respite care, passivity towards respite care, negativity towards mental health services and the recipient's attitude towards respite care. 19 Other issues identified in the study included the health staff's lack of understanding of respite service, attitudes towards carers' need for respite, lack of flexibility and focus particularly in the area of mental health, and inadequate respite care and related services. A further study of interviews of 144 caregivers in Canberra revealed that a dysfunctional relationship between the carer and care recipient increased the likelihood of using respite care. Other factors included being female and dealing with high task demands. 20 A review of the literature by Jeon and colleagues 21 reported a significant unmet need in the provision of respite services for the mentally ill. They identified a need for greater quality, quantity, variety and flexibility in respite provision.
The majority of studies that investigate respite care are qualitative and use a relatively small sample of individuals. 19, 20, [22] [23] [24] Since data are often sourced from local rather than national surveys the conclusions of these studies may not be suitable for policy purposes. Research tends to focus on the impact of respite care on specific groups, such as individuals with dementia and family members of recipients. 24 There is consensus within this literature that respite programs do provide benefits to clients, their carers and families.
More recently, the research has moved to the issue of service allocation. A healthy debate now exists with critics of traditional community-based services arguing that decisions on service allocation tend to be based more on the interest of the agency than in response to recipient needs. Consumer-directed approaches that are believed to empower recipients and their carers by shifting the choices and responsibilities of care to the recipient and their family have gathered momentum. [25] [26] [27] [28] Outcomes include greater flexibility and choice that often involve non-medical and low technological support rather than skilled staff and extensive external monitoring.
Informal carers play a pivotal role in the health and maintenance of the frail and disabled residing in the community. This study poses two questions:
1. Who are the likely users of respite services? 2. What type of support is most desired by carers? Several terms used throughout this paper are clarified in Box 1.
Methods
The Survey of Disability, Ageing and Carers (SDAC), conducted by the Australian Bureau of Statistics throughout Australia in the months of June to November 2003, covered people in both urban and rural areas in all states and territories. Trained interviewers collected the household component of the survey. Where possible, a personal interview was conducted with people identified as either disabled, and/or aged 60 years and over, and those providing care to them. 10 Based on the SDAC, the analysis was confined to primary carers of non-institutionalised people aged 15 and over who possessed either a profound or severe disability. After excluding individuals who did not fit this study's criteria, 526 observations remained. Using the person-level weights applied by the Australian Bureau of Statistics (ABS) this represented an estimated population of 268 000 that met the study's criteria.
Who uses respite?
Initially, a binary logistic regression was performed to address the question "Who are the likely users of respite services?" The model consisted of "respite use" as the dichotomous dependent variable (0 if used respite care; 1 if never used respite care). Certain carer and recipient characteristics identified in previous studies [11] [12] [13] [16] [17] [18] 20 as important in the investigation of informal care were included in the model. The explanatory variables included age (ordinal age group from 15 years in 5 year intervals up to 85 and over) and gender (male as the referent) of both the carer and the recipient. Other independent variables included country of birth, relationship to recipient, labour force status (reference groups: non-English speaking country, spouse, not in the labour force, respectively) and the dichotomous variables major source of income (government pension or allowance as the referent) and children under fifteen (1 if yes, 2 if no).
The model also adjusted for the recipient's disability status (0 if profound, 1 if severe)
Definitions
Disability A limitation, restriction or impairment that lasts at least 6 months and restricts everyday activities. 10
Profound disability An inability to do, or always needing help with a core activity task in communication, mobility and self-care. 10
Severe disability Sometimes needs help with a core activity task, has difficulty understanding or being understood by family or friends, can communicate more easily using sign language or non-spoken forms of communication. 10
Care recipient A non-institutionalised person with a profound or severe disability. 10 This definition has been used in similar studies of informal care. 6,32-34
Primary carer A person aged 15 or over who provides the most informal assistance to the care recipient. The assistance is ongoing for at least 6 months and includes communication, mobility and self-care. 10 In this study only probable primary carers were included in the modelling. This is consistent with other studies of this nature. 6,32
Informal care Unpaid care and support provided by family and friends.
Formal assistance Assistance provided to persons with disabilities by organisations (either for-profit or notfor-profit, government or private) and other persons (excluding informal care by family and friends) who provide assistance on a regular, paid basis and who are not associated with any organisation. 10
Fall-back carer A person identified by the primary carer as taking responsibility for care should the primary carer become unavailable. 10 A fall-back carer is not a formal provider.
Mental disability Mental and behavioural disorders including psychoses and mood affective disorders (dementia, Alzheimer's disease, depression and mood affective disorders), neurotic, stress-related and somatoform disorders (nervous tension, stress), intellectual and developmental disorders (Down syndrome) and other mental and behavioural disorders. 10 [Author, should this be "affective"?Yes. You are correct]
and their main disabling condition as defined by the ABS 10 (0 if mental, 1 if physical). It is acknowledged that recipients of care may possess both a physical and mental disability. For practical reasons the model included the main disabling condition rather than all the conditions of the recipient. The use of the national dataset in this study allowed the inclusion of additional variables in the model unavailable to previous research. For instance, recognising possible differences in the level of availability of support services between urban and rural areas the model included remoteness status (categories: remote, regional and major city as the referent). Duration of care (ordinal from less than 1 year in 5 year intervals until 35 and over) was also included in the model because years of care may impact on the demand for respite assistance. Information about the assistance received from other family members and friends by the primary carer was captured by including the dichotomous variable that identified a fall-back carer (1 if yes, 2 if no).
What type of support is most desired by primary carers?
A second regression model added the independent variable, "type of support most desired by a primary carer". The variable consisted of five categories: "does not need improvement or more support"; "more financial assistance"; "more respite care"; "more physical, emotional and other support"; "improvement in own health". The category "does not need an improvement or more support" was the reference category to which the other four categories were compared. The control variables included gender, age, disability status, country of birth, remoteness, duration of care, relationship, labour-force status, children under fifteen, fall-back carer, income and main disabling condition.
Results

Descriptive statistics
A statistical summary of the weighted population is presented in Box 2. The characteristics of the carers and their recipients are segregated by respite service use -those that have used respite (n = 31 296) and those that have not (n = 243 690). A greater proportion (88.6%) of informal carers had never used respite services. Non-users of respite tended to be carers of recipients with a severe rather than profound disability and possessed a physical rather than mental condition. These carers were either a spouse or partner of the recipient, they were not in the labour force, and tended to be male. Respite use increased with the duration of care.
Referring to Box 3, just over half of the informal carers (59.9%; n = 152 968) reported that they did not need more support in their role as carer. A substantial proportion of carers (18%; n = 45 835) desired "more financial assistance". This compared with 9.3% (n = 23 700) requiring "more respite", 9% (n = 23 053) "more physical/emotional/other support", and 3.8% (n = 9736) "improvement in own health". Among the non-users of respite a substantial proportion (18%) desired financial support. In contrast, those that received respite were likely to require more of this service (23.8%).
Identifying the users of respite
The results of the binary logistic regression, including the odds ratios and 95% confidence intervals, are presented in Box 4.
The increasing age of carers was associated with a greater use of respite services. That is, the odds of non-respite use decreased (OR, 0.773; CI, 0.766-0.780) with each successively older 5-year age group starting at 15-19 years. Compared with households residing in cities, there was a decrease in the odds of those in remote areas being non-users of respite (OR, 0.856; CI, 0.824-0.890). Carers from non-English speaking countries were 1.2 times (CI, 1.194-1.287) more likely to be non-users of respite than those born in Australia. Those carers who received a government pension or allowance as their main source of income were 75% (CI, 0.721-0.779) as likely as others to be non-users. The odds of never using respite were 2.5 times (CI, 2.409-2.574) more likely for carers of recipients with severe rather than profound disabilities. Referring to the recipient of care, the odds ratio for non-respite use increased, on average, by 9% (CI, 1.087-1.102) with each successively older 5-year age group starting at 15-19 years. The odds of non-respite use decreased (CI, 0.887-0.900) with each successive five-year interval rise in the duration of care.
Of all the carer relationships, spouses were the most likely to be non-users of respite services compared with parents, adult children or friends (25%, 11% and 54%, respectively, as likely as). Carers working either full-time or part-time were more likely to use respite services than those not in the labour force. Male carers and recipients were, respectively, about 75% (CI, 0.726-0.779) and 42% (CI, 0.407-0.438) as likely to be non-users of respite as females. Although the findings relating to the odds ratio for gender of carer contradicted the findings of the descriptive statistics (Box 2), it was as expected and indicates that female carers were more likely to be non-users of respite services once controlling for other variables. Carers with no children under fifteen were 70% (CI, 0.671-0.735) as likely to be non-respite users as those with children under fifteen years. A fall-back carer increased the odds of non-respite use compared with carers without a fall-back carer (OR, 0.519; CI, 0.505-0.535). Recipients with a physical disability were 1.5 times (CI, Compared with the reference category, "does not need an improvement or more support", the odds of desiring "more respite", "more physical/emotional/other assistance" or "more financial assistance" among non-users of respite was 34% (CI, 0.330-0.357), 62% (CI, 0.592-0.648), 91% (CI, 0.875-0.947), respectively, as likely. In contrast, there was a 53% (CI, 1.413-1.654) increase in the odds of non-respite carers reporting a desire to improve their own health compared with the reference category.
Discussion and conclusion
The de-institutionalisation of the Australian health care system, coupled with an ageing Australian population has placed greater care burdens on family members of individuals with disabilities. Community support services such as respite are central to maintaining high quality care at home. This study examined the use of respite services among carers of non-institutionalised individuals aged 15 and over with either profound or severe disabilities. Based on the data collected from the Australian Survey of Disability, Ageing and Carers, 10 the statistical significance of a number of socio-economic variables were evaluated on the likelihood of the use of respite services. Further analysis assisted in identifying the support most desired by the majority of the selected carers who have never used respite services.
Economic forces influenced who were the likely users of respite. For instance, carers participating in the labour force were more likely to use such support services. Those who received a government pension also tended to use more respite services, possibly reflecting their eligibility for subsidised care. Laporte's 29 study confirmed a higher use of publicly funded home care services among low income households. While economic forces were important, social and cultural factors, such as family relationships and responsibilities towards household members, played a critical role in the decision to use respite services. After controlling for recipient characteristics, the analysis revealed a strong association between respite use and the carer/recipient relationship. Spouses of recipients tended to be non-users of respite services. This is consistent with the findings of Wang et al that investigated the use of community support services by older Sydney residents. 17 Robinson and colleagues also reported that being a spouse decreased the odds that the caregiver would use community resources. 30 Carers from non-English speaking countries were associated with non-respite use compared with those from Australia and other English-speaking countries. Further analysis of the ABS data 10 revealed that carers from non-English speaking backgrounds received the greatest amount of informal support (38%, compared with those from Australia, 30.1%, and main-English speaking countries, 12.7%) and this may explain the finding. Also the limited availability of family and friends to share the burden of care may explain the greater use of respite services among remote households compared with those residing in regional towns and major cities. Of carers residing in remote areas of Australia, only 18.3% received support from family and friends compared with 33.1% and 27.7%, respectively, from those residing in major cities and regional areas. 10 Other carer characteristics associated with non-respite use included being female, younger in age, experiencing less duration of care, having children under 15 years and the presence of a fall-back carer. Lobb's investigation also found that for caregivers, factors such as being a wife and younger in age were associated with non-respite use. 31 In contrast, Braithwaite reported that the odds of non-respite use were greater for male caregivers. 20 The exclusion of certain key variables -labour-force participation, income and children -from Braithwaite's logistic model may explain the difference in the findings reported here.
Female recipients were associated with non-respite use. Tennstedt and colleagues confirm a higher non-usage rate of formal services and personal care services among older female recipients. 13 Other recipient characteristics associated with non-respite use included being older in age, possessing a physical rather than a mental main disabling condition, and a severe rather than profound disability. This is consistent with several studies 20, 30, 31 that found a greater likelihood of respite services among carers with high task demands and activities of daily living.
Limitations of this study included data restrictions that did not allow the inclusion of some relevant independent variables into the model. In particular, a variable that recorded the proportion of income contributed by other family members could not be constructed. The disability variables used in the model were based on the main disabling condition rather than all the diagnosed conditions of the recipient. Also, for the selected sample the available data did not provide adequate information on family members or carers other than primary carers. Furthermore, misunderstanding by respondents regarding the term "respite service" may have led to an underreporting of its use.
Of the carers under investigation, 88.6% reported to have never used respite services. Furthermore, only a minority of the non-users of respite desired such a service. Thus the shortfall in respite services applied to a small minority. Since the recipients under investigation were likely to possess core communication limitations coupled with sporadic and highly individualised needs, it is speculated that carers perceived themselves and family members as better able to interpret and meet the needs of the recipients. In terms of the support most desired in the role of primary caregiver the analysis of the national data re- vealed a greater preference for more financial assistance. After controlling for confounding variables it was found that, compared with other forms of assistance, the desire for an improvement in the primary carers' own health was more likely among non-respite users. This may reflect the carers' preference to improve their own capacity to service the recipient rather than rely on individuals outside the household. Previous research shows that direct payments better service the diverse needs of carers and their recipients by enabling them to purchase a much wider range of flexible help, and to obtain better continuity, greater control and an enhanced quality of life compared with conventional services. [26] [27] [28] Given the low usage rate of respite services among primary informal carers, it is recommended that future research investigates the effectiveness of programs that support households in managing care in a flexible and timely manner. Policy makers and health organisations may need to dispel the "one-size-fits-all" approach to support services for households.
